
useful framework for identifying at-risk individuals could be
developed.
Sickle cell disease (SCD) is one of the world’s most common
genetic conditions and can have a significant impact on infant
mortality and life expectancy. It is believed the mutations
occurred 70,000-150,000 years ago in malarial regions of
Africa, the Middle East and Europe. Diagnosis of sickle cell
disease is essential to treat potentially life threatening
complications such as stroke, organ failure and acute chest
syndrome. Diagnosis of sickle cell trait (SCT) is also important
to treat less frequent life threatening complications and for
reproductive decision-making in couples where both partners
possess sickle cell alleles. Even where newborn screening for
SCD/SCT is offered, there will be people who move to those
countries after birth or were born after the programmes
commenced.
Risk factors for SCD/SCT can be based on ethnicity. People of a
‘Black’ or ‘African’ origin can be regarded to be of higher risk to
the disease, to the extent SCD has been considered by some to
be a ‘Black disease’. Alternatively, varied lists of countries or
regions are given and country of origin can be confused with
ethnicity, heredity and bloodlines. All of these categories over-
simplify gene inheritance focusing only on recent parentage and
skin colour without consideration of movement of alleles over
tens of thousands of years. Identifying risk through skin colour,
ethnicity or country of origin is neither helpful nor accurate and
leads to stigmatisation, politicisation and marginalisation.
Thus, there is a double-edged sword of stigmatisation of the
groups considered to be high risk and exclusion of other
groups from research and screening.

3.11-P4
Scotland’s Census questions: past, present and future

M Clayton, J Gillam
National Records of Scotland, United Kingdom

Scotland’s censuses have collected and will collect a wealth of
information on ethnicity, migration, religion and health which
can be used to inform research and national and local policy.
National Record of Scotland (NRS) is responsible for carrying
out the 10-yearly census of population and housing in
Scotland. Information on health from the census is widely
used across central and local government, and by public bodies
to identify health service needs, as well as to inform resource
allocation at national and local level. This information is also
used in analysis of policies on population health, health
inequalities and deprivation analysis. Census data are an
invaluable source for multivariate analysis of health and
ethnicity, religion, or migration. The planning for the next
census, which will take place in 2021, is already underway and
this poster presents the process of developing questions for the
census, focussing on long-term health conditions.

3.11-P5
Food security and insecurity + community led
research in Scotland – empowering, enlightening,
easy?

F Dioka2, J McDowell1
1NHS Health Scotland Community Food and Health Team, United Kingdom
2Central and West Integration Network, United Kingdom

Poster background and content:
The poster is based on research done by community
researchers from Central and West Integration Network,
supported by NHS Health Scotland, into food security and
insecurity in migrant, black and minority ethnic communities
in Glasgow. Community-led research is not new, but is little
used in public health. Our objectives in preparing this poster
are that delegates will:
� Understand the key ingredients needed to facilitate com-

munity-led research

� Know about peoples’ experience of food security and
insecurity in a first world country

Main messages:
Community-led research is an effective and empowering
approach to explore peoples lived experience of nuanced and
sensitive issues like food security and insecurity. It means
investing in building community researchers capacity to do the
research, trusting them to own the process, respecting, valuing
and acting on what they find.

3.11-P6
Measuring the experience of cancer care coordination
among Chinese- and Arabic-speaking people in
Sydney, Australia: adaptation and pilot testing of the
CCCQ-P questionnaire

J Young1,2, R Venchiarutti1,2, I Durcinoska1, D Steffens1,2

1School of Public Health, University of Sydney, Australia
2Sydney Local Health District, Australia

Background:
People from culturally and linguistically diverse (CALD)
backgrounds are at particular risk of poorly coordinated
cancer care yet are often excluded from studies due to language
barriers. The Sydney Local Health District has a culturally
diverse population, with 51.5% of residents speaking a
language other than English at home.
The Cancer Care Coordination Questionnaire for Patients
(CCCQ-P) is a validated, 20-item tool developed by our group.
Qualitative research with CALD patients identified issues
specific to their experience, including the role of interpreters,
the effect of language on understanding and access to
information, and understanding the roles and responsibilities
of the health care team. In response, additional CALD-specific
items were designed and added to the CCCQ-P questionnaire.
Aim:
To adapt and pilot test the CCCQ-P for Chinese and Arabic
patients in Australia.
Methods:
A rigorous, four-step process was used to translate the
questionnaire:
1. Independent forward translation by two accredited, profes-

sional translators who were native speakers
2. Synthesis of forward translations
3. Back translation into English independently by two new

translators who were blinded to the original CCCQ-P.
4. Comparison with original CCCQ-P. Diversions from the

concepts of the original questionnaire were resolved in the
final translated version.

The resultant questionnaires are being pilot-tested with 30
CALD patients and health professionals in the Sydney Local
Health District to assess face validity, views of the meaning of
the questions and to assess the distributions of responses.
Results:
There were only minor differences in interpretation and
translation between forward translators across the three
language groups. Back translated versions demonstrated no
substantive departures from the concepts of the English
questionnaire. Results of the pilot study will be presented.
Conclusion:
The CCCQ-P adaptations in Simplified and Traditional
Chinese and Arabic will enable cancer care coordination
experiences to be assessed in these patient groups.

3.11-P7
Interaction between ethnicity and economic
circumstances to explain health inequalities:
a Latin-American perspective

Y Ariza-Araújo1, A Vergara-Figueroa1, J Mosquera-Becerra2

1Universidad Icesi, Colombia
2Universidad del Valle, Colombia
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